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ABSTRACT

CBR builds on the active involvement of people with disabilities, volunteers,
community rehabilitation workers, trainers, planners, and policy makers
and can therefore best be viewed as a ‘web of interactions’ between and
among these people. To explore the roles of the people involved in the
processes of CBR, a stakeholder analysis is being used. In this analysis
different stakeholders in CBR have been identified and their position and
influence in the process has been anticipated. This type of analysis sheds
light on the processes of CBR and, consequently, makes them accessible
for research. It also allows developing strategies to get the most effective
support from the stakeholders involved. The relevance and efficacy of the
different stakeholders will, to a large extent, be defined by the requests
and expectations of the other stakeholders involved. In order to assess
the stakeholders, a normative framework which includes not only the
position and competency of the different stakeholders, but also their
decision-making capacities and information needs, was constructed.

INTRODUCTION

Nickols (1) used the term ‘nexus of contracts’ to describe the relations between and among
the various stakeholders. Although in CBR, stakeholders will most likely not label their
relationships as based on ‘ contracts’, and these are probably better described as based on
‘expectations’ - the term covers the process of CBR nicely. Nickols further elaborated that
“the success of an organisation isafunction of the extent to which the needs and requirements
of its stakehol ders can be integrated and balanced, without sacrificing any oneto the other”.
Theinterdependency of stakeholders, including key elements such as mutual influence and
accountability, iscrucial inworking with this concept.
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A basic stakeholders analysiswill take three steps (2):
1. Identify stakeholders:
Thisincludeslisting the different stakehol ders and adescription of what they actually do.
2. Anticipatethekind of influence they have:
Most importantly, here is how much power each stakeholder has in the organisation,
what the needs and expectations are of the stakeholders, and how these can be satisfied
by the stakeholder themselves or by other stakeholdersinvolved.
3. Develop strategiesin order to get the most effective support.
This strategy should match the competencies and positions of various stakeholders to
influence the organisation. It includestraining, supervision, information, etc.
What stakeholders actually do (step 1 of the analysis) can be described as a series of actions
or interventions, for example, demonstrating exercises to family members, discussing the
impact of having adisability with community |eaders, instructing village community workers,
or educating trainers. The effects of all interventions made by the different stakeholders are
believed to reflect an improvement in abilities or achangein the position of the person with
adisability. However, the interventions themselves, the involvement and compliance of the
stakeholders, and the effects on the different stakehol ders are seldom analysed. For example,
itisnot clear if and how increased knowledge about disabilities changes the stakeholders
attitude towards people with disabilities, or makes her more competent to fulfil her roleinthe
rehabilitation process. Nor isit self-evident whether or not an increased ability of a person
with a disability is due to increased knowledge, or competence of family, or community
members.

A study done by O’ Toole in Guyana showed that the reactions of mothers to a parental
involvement programmewerevery different and often depended on thevariousresponsibilities
the mothers have (3). He concluded that, “Future research could usefully investigate the
variableswithin the child, family and community which may contribute to the effectiveness
of the programmes’.

Hereafter, ashort discussion on the different stakeholders asfound in therelevant literature
is presented.
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STAKEHOLDERS IN THE COMMUNITY

The most prominent stakeholders in the community are the person with a disability, the
family / family trainer, and the Local Supervisor. However, they are not the only ones. More
stakehol ders can beidentified in the political and administrative system (e.g. administrators,
council members, civil servants), in the informal health system (e.g. traditional heders,
traditional birth attendants), educational services (e.g. teachers), and in the local business
community (e.g. shopkeepers, craftsmen, credit scheme holders). In general, they will be
‘latent’ stakeholders, meaning that they become involved when a specific issueisraised.

In CBR literature, traditional healers are often included in the CBR process, asit isbelieved
that many of the peoplewith disabilitieswho get involvedin CBR arealsolooking for helpin
the traditional care system. In addition, the general public or ‘the community’, is addressed
with regards to (perceived negative) attitudes towards people with disabilities. Attitudes
towards people with disabilities have been studied in different ways. Speakman (4) used an
“ Attitudes Towards Disabled People” questionnaire, but no further studies are known using
this, or asimilar, instrument. Jackson (5) examined the levels of knowledge and experience
that trainee social workers have about disability, aswell astheir beliefsand attitudestowards
disability and rehabilitation. Shefound that thesetrainee social workersgenerally held positive
attitudes towards people with disabilities and nearly all students expressed a belief in
supernatural causesin conjunctionwith natural causes. Anthropologists and sociologistshave
also done descriptive studies. In astudy of the Songye peoplein Zaire/Congo, Devlieger (6)
noted that there is not a general negative attitude towards people with disabilities and that
deviationsin thebody caninduceahigher, lower, or indifferent status. Peoplewith anindifferent
status (“faulty people”) encounter an attitude of indifference towards their own situation.
Instead, attention isdirected at the problem underlying thefault. The person with adisability
isnot seen asabnormal but liminal, and sheis seen asaperson, like any other, with aright to
development. Jackson and Mupedziswa (7) carried out astudy on beliefsand attitudesamong
peoplewith disabilitiesin rural Zimbabwe. They concluded that the people with disabilities
included in their study, do not hold a consistent worldview, and that they use rehabilitation
services*... either in conjunction with traditional servicesor to their exclusion regardless of
beliefs of casualties’. Intheir opinion ‘negative’ beliefs of causality did not exclude people
with disabilitiesfrom community life.
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Kisanji (8) studied Tanzanian proverbsand presented examplesin which people are urged to
contribute to the welfare of the community according to their ability. He pointed out that in
the history of Western countries, as in that of developing countries, examples of hiding,
excluding, abandoning, and killing people with disabilities can be found. He concluded that
“Historically, therefore, attitudestowards disabled people have been amixture of persecution
as well as tolerance. However, the tolerance shown has been paternalistic’. Research on
therolesof peoplewith disabilitiesin the community, and the community’s attitudes, has been
descriptive and is fragmented. Studies about a change in attitudes are rare and lack a
proper research design (specifically a description before and after the intervention
programme). An exception is a recent research study carried out by Thorburn (9). She
used a proper research design in a study of the attitudes towards childhood disabilitiesin
Jamaica. The data*“ provided abaseline for change in knowledge, attitudes and practicein
community based service for children with disabilities’. No follow-up research on these
base-data is available at the moment.

Wheress, studies describing and influencing attitudesin the ‘ general public’ are reasonably
common, studiesinfluencing specific groupswithin the community arerare. An exceptionis
probably the study oninvolving local craftsmeninthetraining of peoplewith disabilities (10).
Thetotal absence of studiesabout influencing ‘ policymakers’ inthe community and at other
levelsisnoteworthy, asmany project plannersincludeinfluencing policymakers asadominant
aim of their projects.

Person with a disability

The first stakeholder to be discussed is the person with a disability. This stakeholder has a
particular position in the process since she is the most direct beneficiary of the process. In
fact, the entire rehabilitation process is based on the impairment or disability of the person
and only exists because of the presence of this stakeholder (11, 12, 13). It isknown that this
perception has been challenged by “social model” advocates, who state that disability or
handicap arises from grave defectsin society and social attitudes, and that these should be
the primary targetsfor action (11, 14).

According to the manual, CBR programmes should be set up for “... the rural and urban
poor, concentrating on the major categories of disabilities or handicaps caused by locomoator,
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speech, hearing, seeing and mental disorders’ (15). In practice, CBR projects are often set
up for limited and selected groups of people with disabilities such as projects directed at
specific groups of peoplewith disabilities (e.g. people with mental retardation, people with
locomotor disorders) or age groups (e.g. children, the elderly). Also, organisations can be
identified, that offer a specific type of assistance or type of rehabilitation (e.g. medical,
vocational, educational). Organisations have their own backgrounds and missions and are
often part of, or related to, Ministries or Non-Governmental Organisations with a specific
interest in certain aspects of disabilities.

Selection of the people with disabilities to be included in a CBR project is apparently done
according to criteria set by other stakeholders and not by the people with disabilities
themselves. Thusit doesnot necessarily reflect the needs of peoplewith disabilities. However,
research studies or reportsthat look specifically at the needs of the peoplewith disabilitiesin
CBR appear not to beavailable. In her article, Greenwood (16) pleaded for aneeds-generated
approach, but she does not include references of studies that have used this approach. It is
therefore not known whether people with disabilities look for financial assistance, medical
care, schooling, or vocational training and what the priorities for different groups of people
with disabilities may be. Research within CBR projectsisheavily biased, since peoplewith
disabilitieswill betempted to ask for whatever they think the interviewer, as an extension of
the service provider, has to offer. For example, if the interviewer is someone from social
welfarethey might ask for financial assistance, or if theinterviewer isamedical person they
might ask for medication or appliances.

The expressed needs of peoplewith disabilitieswill depend ontheir perception of their position,
their understanding of the disability, their ambitions, etc. Greenwood (16) wrote: “Thereis
far too little research on group and individual meanings of disability”. And in an article on
health problemsin rural communitiesin Zimbabwe, Mutambirwa (17) stated that: “1n many
communities of the developing world formal health services are introduced without first
understanding how the people perceivetheir health needs, health problemsand what they do
about them”.

Service providers (trainers, institutions) and people with disabilities differ in their opinions
about the aims and methods of the rehabilitation process. This is painfully illustrated by
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Kassah (18) when he describes a situation in Ghana where people with a disability did not
want to participate in a CBR programme but would “rather migrate to the cities to beg”.
There seemsto be little research evaluating the differences between what service providers
can offer and what consumers need. An exception is a study done by Van der Hulst (19) in
which she discussed the difference in expectations between people with disabilities and
rehabilitation workers involved in the CBR projects in Zimbabwe. She described it as a
negotiation process in which both partieswould try to realise their aims.

People with disabilities are, during the rehabilitation process, in direct contact with family
trainers and volunteers, and indirectly, with rehabilitation workers at district, provincial, or
national levels. Peoplewith disabilities have al so formed organisations of their own (Disabled
People Organi sations, Independent Living M ovements, advocacy movementsetc.) to support
each other and to express common needs. One of the founders of the National Council of
Disabled People Zimbabwe (NCDPZ), Phiri, said: “what we had in mind had nothing to do
with service; it was an advocacy or pressure group” (20). Service providers and disability
movements both aim at improving the quality of life of peoplewith disabilities, but they differ
intheir methods, means, and interests. Theseinterests might be conflicting, but they canaso
be complementary to each other. Cornielje (21) reported a CBR project in Alexandratown
where, after adifficult start, the disability movement now works together successfully with
theAlexandra Health Centre. The disability movement is now represented in different local
committees and takes part in the CBR courses.

One of themain reasonsfor introducing CBR in devel oping countries was the high numbers
of people with disabilities whose needs have not been met by rehabilitation services. This
number iscommonly assessed through disability surveysand prevalence studies. Prevalence
studies generally present the numbers of people with disabilities more than their needs or
resources (22, 23, 24, 25, 26, 27, 28, 29, 30). It issurprising that so much attention isfocused
on prevalence studies. The outcome of these studies will invariably show high numbers of
people with disabilities and will again confirm the limitations of the services available. In
addition, it appearsto be hardly possible to compare disability surveysand derive the needs
of people with disabilities from such studies. The surveys do not only differ too much in
terminology, but they also leave the basic question ‘what is a disability’, unanswered. This
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might seem obviouswhen talking about someonewho | ost aleg through aland-mine accident,
but what about someone with amild learning disorder who is able to support her/hisfamily,
someone with dyslexialiving in arural area, or the woman who is not able to have children.
Instead of merely establishing prevalence, research should aim at identifying the needs of
peoplewith disabilities and the resources through which people with disabilitiesmanage their
livesinfamiliesand local communities.

The Family and the family trainer

The first caring environment experienced by a person with a disability is generally her
own family. When including the family in the rehabilitation process, one has to first
establish whois part of the family, what the expectations of the family are regarding the
family member with adisability, and what type of support the family needs. According to
research done by Singhi, Goyal, Pershad, et al. (31), families in India are affected by
having a child with a disability. They observed that, “Families with disabled children
perceived greater financial stress, frequent disruption of family routine and leisure, poor
social interaction, and ill effects on the physical and mental health as compared to families
of control children”.

Considering the importance attributed to the family, it is surprising that there is still little
research about the involvement of the family in the rehabilitation process. O’ Toole (3)
commented that intervention programmes “ ... may become too highly child-focussed and
overlook the wider needs of thefamily asawhole’. Not al parentswelcome ateaching role
and will find practising with their child with adisability rewarding. He concluded that parental
involvement programmes could only be successful if these*... becomeanintegral part of the
mother’s day rather than making unrealistic extra demands on an already overburdened
mother”. Mehretu and Mutambirwa (32) supported the statement that mothers are already
overloaded with duties. They measured ‘ time and energy costs of distancein rural life space
of Zimbabwe' and found that 25% of the daily time and energy budgets for each household
member was spent on activities such as fetching water, collecting firewood, and grazing
livestock. These activitiesare mostly carried out by women who also have the responsibility
for the nutritional and health status of the other members of the household. They concluded
that “ ...considering therole of wives (mothers) in rural settingsin Africa, reduction of time
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cost of distance and energy cost of distance associated with routine domestic chores may be
giventhehighest priority”.

The main question appears to be whether or not the family is willing and able to train the
family member with adisability. Familiesmight have different, even unrealistic, expectations
of rehabilitation. They might expect the rehabilitation workers to train and take care of the
person with a disability, and they might not be aware that rehabilitation is often along-term
process and improvements sometimes come very slowly. Information on all aspects of the
disabilities and on how people with disabilities can develop themselves, are essential for
devel oping the motivation and realistic expectations of family members. In aresearch study
about the CBR-projectsin Zimbabwe, Finkenfllgel et al. (33) observed arelation between
the perceived ability to teach the child with adisability, functional skillsand the expectations
for the future of the child. Further research on the involvement of the families, i.e. how
families can function asacaring and stimulating environment, isdefinitely needed.

Community Rehabilitation Worker / Local Supervisor

Community Rehabilitation Workersor Loca Supervisors (later changedto ‘L ocal Facilitator’
(34)) do their work on avoluntary basis. Projects might make use of already existing cadres
such as Village Health Workers or Community Workersand by asking them to devote part of
their time to CBR aongside their other community activities. Some projects work with an
‘own’ group of volunteersand will sometimes provideincentives such as soap, food, or little
presents, or they will give awardsfor the ‘ volunteer of the year’ to express appreciation and
provide motivation. Helander (35) explained that voluntarism is appreciated very differently
in countries in Asia, South America, and West Africa. In some cultures, being a volunteer
contributes to position and status, whereas in other cultures people are encouraged ‘ not-to-
work-for-nothing’. In some countries, community initiatives might even be perceived as
subversive actions.

Not much is known about the motivation of volunteersin CBR. Are they involved because
they want to do something with and for a community member with a disability? Are they
looking for job opportunitiesor for somekind of financial gain? Another relevant questionis
whether or not we expect the community to support the Local Supervisor. Will the community
compensate her for spending her time in the programme and thus giving up her ability to
work on thefields?
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Information on the position of the Local Supervisor is also scarce. Does she represent the
community or the rehabilitation programme? In South Africa, the SACLA project worked
with Community Rehabilitation Workerswho were chosen by the * community of handicapped
people’ (36). These rehabilitation workers were trained in an intensive four-week course
and employed by SACLA. In CBR projectsin Zimbabwe, it appeared not to be too difficult
to find volunteersto do a house-to-house survey or work on a short-term assignment. It was
more difficult and challenging to keep these volunteersinvolved and motivated in thefollow-
up stages of the projects (37).

Local Supervisors need training in order to be educated in the various aspects of the
rehabilitation process. Training appears to be a good reinforcement for keeping volunteers
involved. Training can be organised using the WHO-manual (15, 38) but always needsto be
tailored specifically to the situations that the volunteerswill come across during their work.
No studies are carried out regarding the impact of training, i.e. regarding how and to what
extent theinterventions of the Local Supervisorswill be changed asaresult of the knowledge
and skillsgained in thetraining.

Sakeholders at the district, provincial, and national level

The stakeholders described in this paragraph are peopleinvolved at the district, provincial,
and national level. Again, it ispossibleto identify many more (latent) stakeholders. At these
levels, people generally function within organisations and thus answer to the goals of an
organisation aswell astheir own private goals. Organisations haveto achieve ‘public’ goas
but there are discrepancies between goalslike, “ health for all by theyear 2000” or, “integration
of peoplewith disabilities’ and the‘ own’ goal s of an organisation or leading personsin those
organisations. In her article with the controversial title, “Reorienting health carein Africa-
cantheélitebelieveinequity?’, Einterz (39) illustrated thisby saying that the“ ... reorientation
of fundsrequiresthosein power to slash and scatter their power base”. The questionthenis:
‘Dowereally expect peopleininfluential positionsto give up privilegesor redesign asystem
that will make them replaceable, superfluous or less important? Organisations might also
adopt aims and objectives that have not yet been accepted by the other stakeholdersin the
rehabilitation process or are not seen as a priority. One example is the policy on gender
issuesin health; some organisationsmakeit an explicit objectiveto make health care available
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to women. Some organisationsinvolved in rehabilitation choose only to assist co-operatives
for women, or to pay school fees for girls with disabilities only. This preferential policy is
difficult to explain to communities, community leaders, and rehabilitation workers. It simply
comes down to the fact that organisations have their own specific aims. Organisations of
professionals will primarily look at the interests of the professionals they represent, and
project or donor organisationswill have adesireto survive and thuswill choose projectsthat
strengthensthemsel ves. Choices might also befuelled by adesireto get good publicity andto
be attractive for employees, donors, etc. There is always a chance that these types of aims
may become amoreimportant issue, than providing servicesthat will be beneficial to people
with disabilities. Therefore, organisations should be approached as an entity with its own
goals. In addition, one should be on the alert if an organisation’s goals aim towards
empowerment of peoplewith disabilitiesand strivefor ahighlevel of involvement in decision
making for all “stakeholders’ in the rehabilitation process. Often, these organisations get
nervous when people with disabilities want areal say in the organisation itself and want to
influence goal setting, distribution of resources, and staff employment. Themain stakeholders
within the professional rehabilitation serviceswill be discussed hereafter.

Rehabilitation Assistant / Intermediate Level Supervisor

The Rehabilitation Assistant or Intermediate Level Supervisor is, in most programmes, a
formally trained professional. She could be anurse, asocia worker, or ateacher with afew
months additional training, or she could be a rehabilitation worker with a one to two year
training in rehabilitation and different professional backgrounds(e.g. in medical rehabilitation,
vocational rehabilitation, special education, or social work). In practice, it will be the aims
and objectivesof the programme, rather than the needs of peoplewith disabilities, that determine
what type of education isrequired for this position.

In Zimbabwethe Ministry of Health started a*“ Rehabilitation Technicians Training School”.
Initially the Rehabilitation Technicians (formerly called: Rehabilitation Assistants) were seen
asan affordableway to provide rehabilitation for peoplewith disahilities. It was presented as
a short-term solution because, in the long run, it was foreseen that enough physiotherapists
and occupational therapists could betrained to attend to peoplewith disabilitiesin thefuture.
However, these rehabilitation technicians have acquired a specific role in, and are now an
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essential part of, the practice of decentralisation of rehabilitation servicesin Zimbabwe (40,
41, 42). McLaren (43) proposed afour-tiered rehabilitation delivery system for rural health
servicesin KwaZulu, South Africa. At therural level, paraprofessional workers (rehabilitation
therapists) recruited from their own areaof work under supervision of professiona therapists.
Dolan, Concha, and Nyathi (44) conducted a study also in South Africa, on the training of
Community Rehabilitation Workerswho, after atwo-year training, became entirely community-
based and only used the district hospital as a referral centre and resource base. These
Community Rehabilitation Workers worked directly with people with disabilities and thus
appear to have combined the Local Supervisor and Intermediate Level Supervisor into one
person. Cornielje and Ferrinho (45) and Deetlefs (46) described the training and practical
experiencesof Community Rehabilitation Facilitators. During thistwo-year training programme,
rehabilitation was approached as part of community development. Training focused on the
enhancement of knowledge and skillsin community development, and thus contrasted with
medically-oriented training. In Malawi, Maawi Against Polio (MAP) trained M AP-assistants
for their outreach rehabilitation services (47). Overal, there are alot of differencesin the
type of training (duration, contents, and teaching methods), and in the positions occupied by
these rehabilitation workers. They might be perceived as ‘assistants’ of the established
rehabilitation professionals, or they might be seen as responsi bl e personswho are supervised
but work independently with Local Supervisorsand peoplewith disabilities.

Trainer

According to the WHO-CBR model, trainers are professionalsin referral centres at district/
provincial levels working in the fields of education, health, or vocational training. These
professionalstrain and supervise Intermediate L evel Supervisorsand additionally will provide
diagnostic and rehabilitation services for people with disabilities referred to them by
Intermediate L evel Supervisors. These professional s (nurses, physiotherapists, occupational
therapists, social workers, teachers, vocational trainers) usually run CBR projects. Some
projects have even been run by the people with disabilities themselves (the most famous
exampleisprobably project Projimo) (48, 49, 50) but in these casesthey arenot likely to use
the term CBR for their projects. In practice, ‘community’ participation in management of
CBR projectsisminimal and isusually in the hands of (non-disabled) professionals.
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Mendis, a physiotherapist by training and involved in CBR from the start, comments on the
role of the physiotherapist in primary health care in developing countries. She argues that
there isa“... need to reconceptualise our role in rehabilitation along the lines of the new
approaches so that we are capable of guiding primary health workers, the community, the
family and the disabled in the total rehabilitation process’ (51). McAllister (52), an Irish
physiotherapist, wrote about her persona experiencein Zimbabwe. Sheappeared to beimpressed
by what is, and can be achieved, although she pointed out that expatriate therapists encounter
many frugrationsand limitationsintheir work, asitinvolvesmany adminidrativeduties. Therapists
who becometrainersin CBR projectsare often forced to change roles. Occupational therapists
and physiotherapistsaretrained to assessthe limitationsin function of the person with adisability,
to set treatment objectives, and to provide direct, hands-on therapy, often with the use of
equipment. In CBR, trainersonly work indirectly with peoplewith disabilities. Their task isto
train the intermediate professiona s and to organise training and feedback sessions for them.
Trainers should be able to transform often complex treatment practices into functional skills
that Intermediate Level Supervisors can understand, use, and pass to Loca Supervisors or,
depending on the type of CBR project, the family trainer. In the WHO-manual (38), and also
later by O’ Toole (53), this has been called the ‘de-mystification’ of rehabilitation. Although
many of the skillsto belearned by Intermediate L evel Supervisorsand Local Supervisors may
benew, itisalsoimportant to realise that people have always dealt with peoplewith disabilities
and have some understanding of (ab)normal development, the problems that people with
disabilities encounter, and the ways in which people have solved problems so far. A well-
documented example is the way mothers in Jamaica handle their children. They traditionally
useaset of handling routinesto test and train their children and adapt these routinesif the child
isnot responding in the expected manner (54, 55, 56). Thisexample showsthat already existing
knowledgeand skillscan be used asabasisfor learning new or additional skills. Elaborating on
Mendis" quote stated earlier, it can be said that trainers build on existing knowledge, break
down complex practice to functional skills, have a good understanding of how, when, and
where the skills are being used, use different training methods, and organise feed-back and
follow-up sessions. To conclude, it isimportant to point out that it isnot only medically trained
professionalsthat get involved in CBR. For example, the School of Social Work in Zimbabwe
offered aone-year Certificate Coursein Rehabilitation (57).
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Specialists

‘Specidists’ include highly qualified professional rehabilitation workersand medical doctors
in training institutes and treatment centres at the national level. Like the therapists at the
provincial level, they areavailablefor peoplewith complex disabilities and the stakeholders
working directly and indirectly with them.The distance between specialists and the community
and living space of the person with adisability islarge. Therefore, the amount of time spent
by aspecialist on anintervention (advice, prescription of drugs, operation, intensivetraining
etc.) will belimited. Aftercare, (re-) socialising, etc. will beleft to trainers and Intermediate
Level Supervisors, Local Supervisors, and family. As such, therole of specidistsin CBRis
limited.

Anticipating the influence of stakeholders

Having identified, and discussed the different stakeholdersinvolvedin CBR, thenext stepin
this stakeholders analysis is to anticipate the influence these stakeholders will have in the
CBR process. Theword ‘influence’ refersto the‘ position’ in the process, the‘ competence’,
and the ‘ decision making capability’ of the stakeholder. These aspects underlie the concept
of ‘empowerment’, which was defined before as, “to give the power to act”. The ‘ position’
of each stakeholder in the process has already been described extensively. ‘ Competence’
will beused hereto describethelevel of authority, ability, skill, knowledge, and attitude of the
different stakeholders.

The influence of a stakeholder is best seen in the decision-making processes. The main
guestion here, is to what extent the different stakeholders will be able to adapt or change
their role in the process. Are the stakeholders (i.e. the Local Supervisors and Intermediate
Level Supervisors) perceived as ‘extended arms’ of the trainers and thus merely play an
instrumental rolein CBR? Or do all stakeholders operate more or less autonomously within
their area of competence and make all necessary decisions? Are they able to change
objectives, target groups, training contents, etc. by themselves?

First, the anticipated competency level of the stakeholders will be discussed, followed
by adiscussion of their * decision making capability’. Thiswill provide aframework to
be able to assess the efficacy of stakeholdersin CBR. As such, it also functions as a
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normative framework. This framework will also benefit the development of strategies
to obtain effective support for CBR (defined as step 3 in the stakeholders analysis).

Competency levels of stakeholders

An overview of the different stakeholders involved in CBR has been constructed on the
basis of different editions of the manual (15, 38, 58), adjoining documentation (51, 59, 60)
and articles focussing on specific groups of stakeholders (40, 44, 61). Thisinformationis
summarised in table 1. The table can be used as a normative framework to compare
actual positions and competencies with the theoretical ones presented in the table which
might reveal the need for additional training, support, etc. However, the table cannot be
used as a blueprint for involving stakeholders in a specific project. In fact, each CBR
project will have to define the competencies of stakeholders on the basis of the specific,
and sometimes unique, objectives of the project and thelocal circumstances. For example,
in some Muslim communities, women might be restricted from visiting the homes of others,
and therefore would not be able to fulfil the roles of Local Supervisor and Intermediate
Level Supervisor in the same way as, for example, women in Jamaica or Zimbabwe who
are used to being out of the home for household duties, farming, etc. and can thus visit
other homes easily.

Table 1. Competency-levels, decision-making capabilities and information
needs of the stakeholders

Competency Decision-making Information needs
(examples)

- Assess own situation, - Perceived her ownrolein - The potentia to fulfil her
> expectations, ambitions and different settings- own perceived rolesas a
= perspectives of her/his own Choose training (type, family member, a pupil, a
@ lifeand goal setting for the frequency, efforts), the use businessman etc.
g rehabilitation process of aidsand appliances, and | - The effectiveness of training
£ - Select atrainer who can assist to realise - The usability and
= - Negotiate with trainer on ambitions availability of aidsand
§ goalsto bereached and appliances
E assistance required - The existence of support

and advocacy groups
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Family /Family trainer

Support the person with a
disability,

Analyse the situation, and
set goals (i.e. with children
or with people with a
mental handicap or illness)
Train the person with a
disability

Perceiverole of the person
with a disability and the
type, frequency and
duration of training in case
the person with a disability
cannot speak for her/himself
Determine contents,
methods and intensity of
training

The current abilities of the
person with a disability in
relation to the desired
abilitiesand individual
capacity (incl. the use of
aids and appliances)
Specificity (right type of
training), effectiveness (are
expected results reached)
and efficiency (number of
people with disabilities
trained related to time spent
with them) of training
methods

Community rehabilitation worker (CRW) /

Local Supervisor (LS)

Perform (functional)
assessment of the person
with adisability covering
ADL and relate this to the
goals set by person with a
disability and draw up a
plan for training

Train the person with a
disability and instruct the
family member(s)

Identify obstacles in the
community that prevent the
person with a disability
from reaching her goalsand/
or to participate in
community activities
Mobilise community
(awareness, acceptance,
accessibility, attitudes etc.)

Determine number of family
trainerstrained

Determine methods used to
trainfamilies/ family
trainers

Determine contents,
frequency and duration of
training

Suggest community
members and organi sations
to beinvolved

The current abilities of the
(referred) person with a
disability inrelation to
desired abilitiesand
capacities

Number of people with
disahilities trained by the
family (trainer),
effectiveness and efficiency
of training

Effectiveness of training and
perceived competence of
family (trainer)
Involvement of community
intraining and changesin
physical and social
structures to make these
accessible for people with
disahilities

Train CRWYLSs
Assess, treat and instruct
people with disabilities

Determine number of CRWs
trained
Determine contents,

Effectiveness of training of
CRWSs, number of CRWs
involved, workload of

R referred to arural or district frequency and duration of CRWs, perceived

% = health centre training of CRWs competence of CRWs

s = Support community Provide support for CRWs The abilities of the

8= rehabilitation workersin regarding training family (referred) person with a

g g mobilising communities trainersandinvolving disability in relation to the

€43 Overseedaily running of community members desired abilitiesand
rehabilitation programmein Determine use and capacity
the district (operational) distribution of resources Effectiveness of the CRWs
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in mobilising communities
The availability of resources
(manpower and funds) in
relation to the objectives of
the programme and its
efficiency and effectiveness

Trainer

- TranLSYRAs

- Assess, treat and instruct
people with disabilities
referred to aprovincial,
national or specialised
health centre.

- Initiateand facilitate

rehabilitation projectsin the

districts (tactical)

Determine number of ILSs
trained

Determine contents,
frequency and duration of
training of ILSs

Provide support for ILSs in
training CRWs

Determine use and
distribution of resources for
existing and new
programmes

Effectivenessof training of
ILSs, number of ILSs
involved, workload of ILSs,
perceived competence of ILSs
The abilities of the (referred)
person with a disability in
relation to the desired
abilities and capacity

The availability of resources
(manpower and funds) in
relation to the initiation of a
rehabilitation programme,
the objectives of the
programme and its
efficiency and effectiveness

SpecialistProject planners, implementers

- Provide professional
education of therapists-
Assess, treat and instruct
people with disabilities
referred to aspecialised
centre

- Take overall responsibility
for rehabilitation projects,

including organising support

for the project and
manpower planning.

Determine number of
trainerstrained

Determine contents,
frequency and duration of
training of trainers

Provide support for trainers
intraining ILSs

Acquisition and distribution
of resources

Effectiveness of training of
trainers, number of trainers
involved, workload of
trainers, perceived
competence of trainers

The abilities of the (referred)
person with a disability in
relation to the desired
abilitiesand capacities

The availability of resources
in relation to the mission
statement, the number of
people with disabilities, the
expectations of the people
with disabilities, and the
objectives reached at the
differentlevels

The efficiency and
effectiveness of the
rehabilitation programmein
relation to other initiatives
working with asimilar
mission statement and
objectives
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Decision-making capability of stakeholders

Descriptions of the competency level s of the stakehol ders should be combined with ananalysis
of the ‘decision-making capability’ of these stakeholders in CBR. In projects where the
stakeholders function as ‘extended arms’, a management model with a strong ‘chain of
commands’ will befound, whereasamodel based on a‘chain of support’ will be suitablein
situations where the stakeholders operate autonomously. These two models can aso be
referred to as, ‘top-down’ and ‘bottom-up’ approaches, respectively. Also, countries will
differ in their socio-economic circumstances, cultural backgrounds, political systems, etc.
and these differenceswill bereflected in their decision-making processes. CBRis, like other
devel opment programmes, presented as abottom-up approach (35) with astrong involvement
of people at the community level. If, and how, this approach conflicts with traditional and
modern politicsin some countries, is not documented in the literature about CBR. Discussing
decision-making in CBR also implies discussing the ownership of the project and thus probes
the issue of empowerment of the different stakeholders. It can be concluded from what has
been said before, that CBR projectsare very owned by organi sations (government, NGO) and
that ‘ collective’ programmeslike Project Projimo arestill exceptionsto therule. The*owners
of CBR projectsusudly include’ empowerment’ asone of the objectivesof the project. However,
this objective addresses only one group of stakeholders: the peoplewith disabilities.

A few commentsregarding the availability of information to stakeholdersin CBR should be
madein this section. Stakehol ders need information upon which they can basetheir decisions
to adapt or change the intervention or the process. Information collected by the different
stakeholders for monitoring and evaluation purposes, often serve the programme owners
only. To value and increase the decision-making capability of the stakeholders, it isnecessary
to include information that is useful for the stakeholders themselves, for the stakeholders
they support, and for the stakehol dersthey haveto account to. Examples of decision-making
by the different stakeholders, and their related information needs, are provided in table 1.

DISCUSSION

Thisreview of the different stakeholdersinvolved in CBR illustrates that the rehabilitation
process can be described as a complex system of interactions between stakeholders and
within groups of stakeholders. Research on the competency levels and influence of each
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stakeholder isstill initsearly stages and the avail able documentation isfragmented. In order
to set up effective programmes and to assess how and why CBR-projects do (or do not)
work in the expected way, different stakehol ders should be approached asthe main focus of,
and participants, in the study. This requires a theoretical cadre in which the prospected
competence and efficacy of the different stakeholders are directly related to the objectives
of the project and in which the interventions by the stakeholders have been made explicit.

A stakeholder analysis, as used in this chapter, isapromising method to explore and analyse
the working processes in CBR. It not only provides insight into the roles of the different
peopleinvolved and makes these accessible for assessment and research, but it also reveals
opportunitiestoimprovethe process. Thereis, however, arisk of ‘ constructing reality’ . CBR
projects might be more diffuse than can one would assume based on the literature and the
stakeholder analysis in this paper (e.g. in situations where people involved in CBR have
different and inconsistent roles, the project lacks a clear structure, the competence level of
the stakeholders do not match the decision-making capabilities, or the information flow is
non-existent or only serves a specific group of stakeholders). It is also important to realise
that the diversity within agroup of stakeholders can be vast. Thishasalready been discussed
inthe context of peoplewith disabilities and the community, but it will definitely apply to the
other stakeholders as well.

A group of stakeholdersthat have not been discussed are thelocal authoritieswho havetheir
power basein the community. They often haveto sharethis power with traditional leadersor
political parties. Thus, stressing and devel oping the competence of different stakeholdersin
combination with empowering peoplewith disabilitiesand their families, can easily be seen
as a challenge to existing power structures.

A group of stakeholdersin CBR includes a wide diversity of people with a wide range of
interests. Some groups have organi sed themsel vesin support or pressure groups, e.g. Disabled
People Organisations, parents organisations, and alliances of professionals. These different
groupswill advocatetheir interestsin policy making, division of funds, etc.

Although CBR hasinitially been presented asahumanitarian programme (and thus suggests
that disability and rehabilitation arenot political issues), it isimportant to reali se that stakehol ders
have their own interests in the project. This personal interest might fully serve the project
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(for example a rehabilitation technician who wants to increase her competence and enters
additional training), but it might also detract from the projects’ objectives.

Regarding the information needs of the different stakeholders, it is stressed here that
information collection should be consistent with, and supportive of, the decision-making
capabilities of the stakeholders. Monitoring and evaluation instruments generally calculate
the number of peopleinvolved in the project, the number of appliances given, the number of
children with disabilities going to a mainstream school, etc. Some instruments collect an
impressive amount of data (62, 63), but it isnot clear if and how the different stakeholders
can actually use the data to assess and improve their own effectiveness and that of the
stakehol ders they support.

In concluding thisanalysis, therol e of stakeholdersin CBR hasnot been explicitly linked to the
specific objectives of CBR projects. Sofar, theroles of stakeholders have been derived from a
general concept and understanding of CBR. With regards to the reservations encountered in
the division of CBR as a concept, smilar reservations exist in the discussion of the role of
stakeholdersin the rehabilitation process. In order to overcomethesereservations, it isimportant
to link the project objectives directly to the perceived roles of the stakeholdersinvolved.

*|nstitute for Health Policy and Management
Erasmus Medical Centre, PO Box 1738
3000 DR Rotterdam, The Netherlands
e-mail: h.finkenflugel @erasmusmc.nl

REFERENCES

1 Nickols F. The accountability scorecard. A stakeholder-based approach to “keeping score”.
In; 2000. http://home.att.net/~nickol §/scorecrd.htm

2. MSH-UNICEF, The guideto managing for quality. In; 1998. http://erc.msh.org/quality/ittools/
itstkan.cfm

3. O'TooleB. Therelevanceof parental involvement programmesin devel oping countries. Child:
care, Health and Devel opment. 1989;15:329-342.

4. Speakman HGB. A scale for the measurement of attitudes toward physically disabled adults.
International Disability Studies1989;11:133-140.

5. Jackson H. Attitude of trainee social workersin Zimbabwe to Disability and rehabilitation.
TheAfrican Journa of Rehabilitation. 1989;2(12):6 - 8.

30 Vol.17 m No. 1 m 2006



Asia Pacific Disability Rehabilitation Journal

10.

14.

16.

17.

Devlieger P. Why disabled? The cultural understanding of physical disability in an African
Society. B Ingstad, S Reynolds Whyte (ed.) Disability and Culture. University of CaliforniaPress.
1995.

Jackson H, Mupedzwiswa R. Disability and rehabilitation: beliefs and attitudes among rural
disabled people in a community based rehabilitation scheme in Zimbabwe. Journal of Social
DevelopmentinAfrica. 1988;3(1):21-30.

Kisanji J. Attitudesand beliefsabout disability in Tanzania. In: O’ Toole B, McConkey R, editors.
Innovations in developing countries for people with disabilities. Lancashire, England: Lisieux
Hall Publications; 1995. p. 51-70.

Thorburn M. Attitudes towards childhood disability in three areas in Jamaica. Asia Pacific
Disability Rehabilitation Journal 1998;9(1):20-24.

Jagannathan SA, Ramamurthy V, Jeyaraj SJI, Regina SM. A pilot project on community based
rehabilitation in South India - a preliminary report. Indian Journal of Leprosy 1993;65(3):315-
322

Bickenbach JE, Chatterji S, Badley EM, Ustiin TB. Models of disablement, universalismandthe
international classification of impairments, disabilities and handicaps. Social Science &
Medicine1999;48:1173-1187.

WHO. International Classification of Impairments, Disabilities, and Handicaps. Geneva,
Switzerland: WHO; 1980.

WHO. ICIDH-2: International Classification of Functioning Disability and Health. Prefinal
draft. Geneva, Switzerland: 2000.

Finkelstein V. The biodynamics of disablement? Disability and rehabilitation systemsresearch.
In: CornieljeH, JelsmaJ, Moyo A, editors. Research Informed Rehabilitation Planningin Southern
Africa; 1998; Harare, Zimbabwe; 1998.

Helander E, MendisP, Nelson G, GoerdtA. Trainingin thecommunity for peoplewith disabilities.
Geneva: WHO; 1989.

Greenwood JG Disability Dilemmas and Rehabilitation Tensions: A Twentieth Century
Inheritance. Social science& medicine 1985;20(12):1241-1252.

MutambirwaJ. Health problemsin rural communities, Zimbabwe. Social Science & Medicine
1989;29(8):927-932.

Kassah AK. Community-based rehabilitation and stigma management by physically disabled
in Ghana. Disability and rehabilitation 1998;20(2):66-73.

Hulst G van der. Negotiating therole of therehabilitation worker in rural communities: outreach
work in Zimbabwe. In: Finkenflligel H, editor. The Handicapped Community. Therelation between
primary health care and community based rehabilitation. Amsterdam: VU University Press; 1993.
p.106-123.

CBR-News. Frominmatesto Rebels. CBR news1990(5):8-10.

31

Vol.17 ® No. 1 m 2006



Asia Pacific Disability Rehabilitation Journal

3L

Cornielje H. A local disability movement as part of a Community based rehabilitation
programme. In: Finkenfltigel H, ed. The Handicapped Community. Therelation between primary
health care and community based rehabilitation. Amsterdam: VU University Press; 1993. p. 17-21.

Davies M. The Zimbabwe National Disability Survey. The African Rehabilitation Journal
1983;1(1):18-21.

Finkenfllgel H. Identifying people in need of rehabilitation in rural Zimbabwe. The Central
African Journal of Medicine1991;37(4):105-10.

Katzenellenbogen J, Joubert G, Rendall K, Coetzee T. Methodological issuesin a disablement
prevalence study: MitchellsPlain, South Africa. Disability and rehabilitation 1995;17(7):350-7.

Lundgren-Lindquist B, Nordholm L. Community-based rehabilitation—a survey of disabled in
avillagein Botswana. Disability and rehabilitation 1993;15(2):83-9.

McLaren P, Gear JS, Irwig LM, Smit AE. Prevalence of motor impairment and disability in a
rural community in KwaZulu. Int. Rehab. Med. 1987;8:98-104.

Ministry of Labour and Social Services Zimbabwe, UNICEF. Report on the National Disability
Survey of Zimbabwe. Harare, Zimbabwe; 1982.

National Statistical Office M. Survey of handicapped persons, Malawi 1983. Zomba, Malawi;
1987.

Njini L, Goerdt A, Hanekom J, Lagerkvist B. Evaluation of rehabilitation servicesin Zimbabwe.
Report from a mission jointly commissioned by the Ministry of Health, Zimbabwe and SIDA.
Harare; 1991.

United Nations. Disability Statistics Compendium: United Nations Statistical Office; 1990. Report
No.: ST/ESA/Ser.Y /4.

Singhi PD, Goyal L, Pershad D, Singhi S, Walia BNS. Psychosocial problemsin families of
disabld children. Britishjournal of medical sociology 1990;63:173-182.

MehretuA, Mutambirwa C. Time and energy costs of distancein rural life space of Zimbabwe:
Case study in the Chiduku communal area. Social science & medicine 1992;34(1):17-24.

Finkenfliigel H, Maanen V van, Schut W, Vermeer A, Jelsma J, Moyo A. Appreciation of
community-based rehabilitation by caregivers of children with a disability. Disability and
rehabilitation 1996;18(5):255-60.

Helander E. Prejudice and dignity. An introduction to Community-based rehabilitation: United
Nations Development Programme; 1999.

Helander E. Prejudiceand dignity. An introduction to Community-based rehabilitation: United
Nations Development Programme; 1993.

Loveday M. Community-based rehabilitation workers, a South African training manual.: SACLA
Heslth Project; 1990.

Rottier MJIN, Broer RW, Vermeer A, Finkenflligel H. A study of follow up of clientsin community-
based rehabilitation projectsin Zimbabwe. Journal of rehabilitation sciences 1993;6(2):35-41.

32

Vol.17 m No. 1 m 2006



Asia Pacific Disability Rehabilitation Journal

47.

g &

5L

Helander E, Mendis P, Nelson G Training disabled people in the community. Geneva: WHO,;
1983.

Einterz. Reorienting health carein Africa- can the élite believein equity? World Health Forum
1996;17:261-265.

Finkenfltgel H. Help for thedisabled - in hospital and at home. World Health Forum 1991;12:325-
330.

. Hanekom J. Rehabilitation assistants - possible answer torural disability in Zimbabwe. The African

Journal of Rehabilitation 1983;1(4):13-14.

MpalaF. Dasprogramm zur prévention von behinderungen in Zimbabwe. Die perspektive eines
distriktkrankenhaus. Behinderung und dritte welt 1998;9(1):4-15.

McLaren P. Is rehabilitation of the rural disabled a realistic objective? The South African
journal of physiotherapy/Die Suid Afrikaansetijdskrif fisioterapie 1986;42(2):51-55.

Dolan C, Concha ME, Nyathi E. Community Rehabilitation workers: do they offer hope to
disabled people in South Africa’srural areas? International journal of rehabilitation research
1995;18(3):187-200.

CornieljeH, Ferrinho P. Community devel opment skills: Essential component in thetraining of
community rehabilitation facilitators at the I nstitute of urban primary health care in South
Africa. CHASA Journal of Comprehensive Health 1995;6(1):16-17.

Deetlefs L. The establishment of a CBR service and training program in Alexandra, South
Africa. ActionAid Disability News 1995;6(1):16-17.

Chipofya E. Rehabilitation of the patient with poliomyelitis. The Malawi experience. Tropical
and geographical medicine 1993;45(5):206-210.

Hesperian-Foundation. Project Projimo. A villager-run rehabilitation program for disabled
children in western Mexico. PaloAlto, California; 1983.

Werner D. Project Projimo. CBR news 1990;4:9-10.

Werner D. Project Projimo: a program for and by disabled people. In: Driedger D, editor.
Disabled peopleininternational development. Winnipeg, Canada; 1991.

MendisP. Therole of the physiotherapist in primary health carein developing countries. 1982.
Address to Specia Interest Group on “Primary Health in Developing Countries’ at the 1Xth
International Congress of World Confederatation for Physical Therapy, Stockholm. Sweden, May
23-281982.

McAllister M. Community based rehabilitation in Zimbabwe. Physiotherapy 1989;75(7):432-
434,

O’ Toole B. Community-based rehabilitation (CBR): problemsand possibilities. European journa
of specia needseducation 1987;2(3):177-190.

HopkinsB, WestraT. Maternal handling and motor development: an intracultural study. Genetic,
social and general psychol ogy monographs 1988;114:337-408.

33

Vol.17 ® No. 1 m 2006



Asia Pacific Disability Rehabilitation Journal

6L

8 8

Putten A van der. Formal handling routines. Child rearing practices in Jamaica and their
relevanceto rehabilitation work. In: Holzer B, Vreede A, Weigt G, editors. Disability in different
cultures. Reflectionson local concepts. Bielefeld, Germany; 1999.

Putten A van der, Finkenfliigel HIM, Thorburn MJ. Formal handling routines: child rearing
practicesin Jamaica. AsiaPecific disability rehabilitation journal 2001;12(1):52-62.

Zhoya MP. Rehabilitation of the disabled is everyone's responsibility. The African journa of
rehabilitation 1986;2(8):5-7.

Helander E, Mendis P, Nelson G. Training disabled people in the community. An experimental
manual on rehabilitation for developing countries. Geneva: WHO; 1980.

Helander E. Rehabilitation for all. A guideto management of rehabilitation in developing countries.
Geneva World Health Organization; 1984.

Mendis P, Nelson G. I ntermediate level supervision of community-based rehabilitation; 1983.
Report No.: RHB/83.4.

Hartung GH, Kelly SM, Okamoto GA. Training rehabilitation techniciansin the Pacific Basin.
International disability studies1989;11(3):103-107.

Jonsson T. OMAR in rehabilitation. Geneva, Switzerland: UNDP; 1994.
Vanneste G, Daily management of CBR Fieldworkersand Supervisors: CCBRT, Tanzania; 1996.

Moving up theL earning Curve—
Inclusive Development Today

Dutch Coalition on Disability and Development (DCDD)

Thispublicationfrom DCDD provides examplesof good practicein promoting inclusive
devel opment, from projectsworking with personswith disability from India, Indonesia,
Thailand, Tanzaniaand Uganda.

Thetext of the document isavailable asapdf fileinthe DCDD website : www.dcdd.nl

Published by: DCDD, Postbus 3356, 3502 GJ Utrecht, The Netherlands. Phone:30-
2916711, fax:30-297-0606, email :dcdd@dcdd.nl

34 Vol.17 m No. 1 m 2006



